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INTRODUCTION

Breast cancer is the second leading cause of cancer deaths in all women (1). One
in every eight women in the United States will develop breast cancer (2). Breast
cancer mortality can be reduced by up to 50% through regular screening and early
detection by mammography (3). Unfortunately, despite numerous research and
intervention efforts, mammography usage is still underutilized by all groups of
eligible women (4). Low income, minority and elderly groups underutilized
mammography most often. (5). Interventions to improve the rates of
mammography have varying degrees of success. Many interventions are
unsuccessful because they fail to address the real needs of target groups, especially
underserved populations (6). Studies suggest that lack of insurance is the most
common objective barrier to mammography screening behavior. Recently, changes
in health care insurance options have effectively removed the objective barrier of
lack of insurance. Still, a vast majority of women in the recommended age bracket
are not seeking or obtaining free mammograms. However, many (30%) women
with socio-cultural backgrounds and situations comparable to the non-compliant
group have indeed obtained their mammograms. The purpose of this research is to
study these underserved compliant women who could provide clear insight
regarding what triggered their behavior change. Previously, numerous studies (6-
9) explored and documented why target groups failed to perform healthy
behaviors. Very little attention has been paid to how, despite all barriers, some
women are still successful in getting a mammogram. A4 novel approach is to focus
on what empowers these women to be successful. Our study would identify the
specific driving forces that facilitate compliant groups to seek breast cancer
screening. We believe that this research will discover the keys to success in
screening behavior among the underserved women. The identified key factors of
these successful underserved women should be replicable in their non-compliant
counterparts.




BODY OF THE REPORT

This section describes the project’s statement of work progress.
Table 1 summarizes the activities.

1. Months 1-6

1.1. Planning and meeting with all investigators and consultants

Meetings were held with all study investigators and consultants during
October 1999. The purpose and scope of the study was reviewed and the
specific goal of the meetings was to provide the Principal Investigator an
opportunity to gather feedback regarding the research design, questionnaire
development and overall study implementation. Those in attendance were
as follows: From Meharry Medical College: Dr. Jane Fort, Social and
Behavioral Psychologist, Dr. Fred Ernst, Professor and Director of
Research, Department of Family and Preventive Medicine, Dr. Ron Asta
Assistant Professor in Behavioral Science. Professor Ernst and Dr. Ron
Asta are both Behavioral and Clinical Psychologist. From Vanderbilt
University, Dr. David Schlundt, project consultant, is Associate Professor
with expertise in Analytical Psychology also participated in the discussions.
Newly hired Ms. Tonya Micah, Program Coordinator was also a part of
these discussions.

During the meetings, the concept of the study was introduced and the best
approach to the research design was explored. Specifically, meeting
attendees were asked, based upon the research design, to make
recommendations that would identify potential health promotion models
that could effectively undergird the development of the questionnaire
framework. Additionally the Principal Investigator prompted brainstorming
sessions concentrating on questionnaire administration strategies and
methods that may effectively lend themselves to capturing the various levels
of behavioral influences that may prove to be significant links to increasing
mammogram utilization among underserved women with healthcare
coverage. As aresult of this exchange of ideas and recommendations, it
was decided that the study would use the Precede-Proceed Model to assist
with the questionnaire development (10).
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The Precede-Proceed Model was selected because its overriding principle
states that most enduring health behavior change is voluntary in nature and
that its planning process seeks to empower individuals with understanding,
motivation, and skills to actively engage in community affairs to improve
their quality of life. This model clearly provides the avenue necessary to
properly identify measurable behavioral influences or factors. In addition, it
transitions easily from a tool for questionnaire development into the
framework necessary for data analysis. The questionnaire will be
administered in person.

1.2. Hire and train staff

Mrs. Tonya Micah was hired as the program coordinator. Mrs. Micah has
worked several years in cancer research at Meharry Medical College and
was recruited from within the institution. Her experience includes research
related breast cancer prevention recruitment and education among
underserved populations and she previously served as the Breast Health
Education Coordinator on the DOD grant entitled Promoting Breast Cancer
Screening in a Low Income Managed Care Population. Due to her
experience, her orientation focused primarily upon the research design and
questionnaire development using literature reviews as a foundation. Mrs.
Micah has years of experience working in the community with research
efforts and has a very positive working relationship with Tennessee
Coordinated Care Network’s Health Promotion and Disease Prevention
Department. Her continued professional development during this study
includes training in analysis.

1.3. Meeting with MCO administrators; workout data exchange and other
policies

Tennessee Coordinator Care Network (TCCN) was contacted regarding
their involvement with the study on August 27, 1999. A meeting was held
with the MCO officials on October 4, 1999 (Appendix 1) at their corporate
head quarters, 210 Athens Way, Metro Center, Nashville, TN 37228.
During this meeting the research effort was formally introduced to TCCN
corporate representatives, Mr. Yigzaw Belay, M.S., PAHM, Director,
Health Promotion and Disease Prevention & Outreach and Mrs. Penni K.
Dickerson, Regional Outreach Coordinator, SE Region. During the meeting
the Principal Investigator successfully secured an agreement from TCCN to
continue to support the breast cancer prevention activities which began with




the late Dr. Robert E. Hardy, M.D., MPH with Meharry Medical College
by way of the newly funded Empowering Factors Breast Health Study.

Mr. Belay assured the study Principal Investigator that this effort would be
given TCCN’s full support. A second meeting was held December 15,
1999 (Appendix 2) to work out the data exchange and other policies of the
partnership. This meeting focused upon identifying the study population
through the use of claims data. The framework of the profile was discussed
in detail and the meeting concluded with Mr. Belay requesting the study
population profile be submitted to him in writing so that he could follow up
with the appropriate departments with TCCN. The subject profile
(Appendix 3)was submitted in writing to Mr. Belay the same week.

1.4. Identify study population and select randomized sample of the subjects.

The profile of the study population was defined during this period. The
study population criteria include TennCare eligible women, between the
ages of 40 and 49 who have had their screening mammograms routinely
performed every one to two years, and annually beginning at age 50. Due to
a delay in receiving the claims data (Appendix 4), it was not possible to
perform the randomization process, or to identify the specific women to
include in the study within the timeline. The claims data was received in
late September 2000; the randomization will take place during the next
project phase.

2. Months 7-12

2.1. Select focus group members

In light of the delay in receiving the claims data, the partner MCO was
contacted to explore other alternatives to recruiting focus group
participants. As a result of these discussions, focus group members were
selected under the direction of Mrs. Penni Dickerson who used her
Outreach staff to recruit those MCO members who fit the profile. This
method of recruitment proved to be very helpful. But due to the efforts to
adhere to the timeline, women with the same profile were also recruited
through the Metropolitan Health Department of Nashville, Project Silver
(Matthew Walker Comprehensive Health Center’s Senior Program) and
through Meharry Medical College. These combined efforts resulted in the




study successfully recruiting focus group participants who did fit the
appropriate criteria.

2.2. Conduct five focus group in-depth discussions

To explore the influencing and/or facilitating factors that empower women
to overcome actual and perceived barriers to mammography screening,
focus group in-depth discussions were conducted April-May 2000 at
Meharry Medical College. Eight one-hour in-depth discussions instead of
five were held to accommodate the schedules of the women recruited.
Twenty-five women participated.

The discussions proved to be very informative and productive. Three main
topics were addressed and the women’s responses are as follows:

(1) Why did you have your first mammogram? — The majority of the
women responded that they received their first mammogram because
their doctor recommended it;

(2) What helps you to get your mammogram? —The women reported that
knowing their risk for breast cancer and their belief in the benefits of early
detection are the primary influences that encourage them to be routinely
screened. Their responses revealed that they viewed themselves as being
personally responsible for their health. The women made comments and
used phrases that indicated that were knowledgeable about breast cancer
preventive measures such as mammography, self and clinical breast
examinations. While the women did not always use the correct phrases
when expressing their experiences and feelings about breast cancer, they
were accurate regarding how important it is to detect diseases like breast
cancer early. Many of the women shared personal stories of friends and
family affected by breast cancer that was not detected early.

(3) What really discourages you from having your mammogram?
Interestingly the focus group participants, while being screening compliant,
voiced strong opinions concerning those things about mammography that
they find to be personally discouraging or discouraging to their non-
compliant counterparts. The women reported problems with the healthcare
delivery system. Receiving poor and unprofessional service at the
mammography site topped the list of healthcare delivery problems.
Specifically, having to sit too long in the waiting room, dealing with
technicians who do not take their time to explain the process, and that are
non-responsive to signs or expressions of pain during the mammogram. One




participant commented, “I really didn’t want to say anything. I felt
embarrassed because I could feel myself about to cry from the pain.

Deep inside I was hoping that she (the technician) would notice that I was
really hurting and say something but she didn’t say anything and I didn’t
say anything. It took a lot for me to go back after all of that”. The women
also reported that the time it takes to get their test results is too long.
Waiting for the results was described as “being on an emotional roller
coaster”. One participant stated “Waiting to find out puts your life on hold;
it is all you can think about. I wish they would just tell me if the
mammogram found anything or not and let me go home in peace”.

Despite all of these negative influences, the women’s decisional balance
places the lifesaving benefits of mammography above the inconveniences
and discouraging factors reported. Their knowledge and belief in early
detection appears to enable them to overcome these barriers. Other
observations about these screening compliant women include signs that
these women are punctual, organized and articulate. It was observed
through group interaction that their overall problem solving and decision
making ability seems to enhance their receptiveness to adopting health
secking behaviors. For example, remarks exchanged between the
participants often included them sharing problem solving tips about health
and/or family/relationship topics. As a result questions have been included
in the questionnaire to capture some of these measures.

2.3. Analyze focus group information using qualitative analysis software

Focus group discussion data were analyzed. The Qualitative Analysis
Software, NUD*IST was not utilized because the sample size is not large
enough for a meaningful content analysis.

2.4. Prepare semi-structured guide questionnaire

The semi-structured questionnaire (Appendix 5) was developed during this
reporting period. The questionnaire is in the final phase of refinement and
has been submitted to Meharry Medical College’s Internal Review Board
for approval. Once the approval is received, it will be sent to DOD
Regulatory Compliance and Quality Office for review. The questionnaire is
comprised of items from three approved questionnaires. Additional
questions were added based upon feedback gathered during the focus group
discussions and literature reviews.

10




KEY RESEARCH ACCOMPLISHMENTS

e Planning for implementation of study is completed.

e Meetings with the partner MCO administrators were held and data
exchange polices were established.

e The claims data were received from the partner MCO for the period of
January 1996 through July 2000; data were used to select mammography

compliant women age 40 and above for the study.

e Focus group discussions with mammography compliant women were
completed.

e Focus group discussion analysis has been completed and a manuscript from
the focus discussion result is in progress.

e A semi-structured questionnaire is developed and has been submitted to
Meharry Medical College’s Internal Review Board for approval.

REPORTABLE OUTCOMES

e A manuscript from the focus group discussion result is in progress and will
be submitted for publication.

11
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Appendix 1

October 13, 1999

Yigsaw Belay, M.S.PH, PAHM

Director of Health Promotion and Disease Prevention and Outreach
Tennessee Coordinated Care Network

Metro Center

210 Athens Way

Nashville, TN 37228

Mr. Belay:

Thank you for meeting with Dr. Semenya, Mr. Gatebuke, Mrs. Micah and me to discuss
the progress of Meharry and TCCN’s current Breast Health Study which is funded by the
Department of Defense and until recently fell under the leadership of Dr. Robert E. Hardy.
Also thank you for allowing the fight against the mortality and morbidity of breast cancer
to continue by way of the newly funded “Empowering Factors” study which is earmarked
to begin it’s planning phase this month.

[ personally appreciate the additional extension you have granted to the intervention
component of the current breast health study entitled “Promoting Breast Cancer
Screening in a Low Income Managed Care Population”. Mrs. Tonya Micah and Mrs.
Linda Morris have been in communication regarding the extension. I understand the
extension will continue until the first week of November 1999. This additional time will
allow a more thorough testing of the intervention model regarding the final phase which
concentrates upon home visits and telephone counseling as a venue for reaching the
designated women with mammography screening encouragement. And as communicated
by Dr. Hardy during the earlier phase of this effort, the focus continues to be to increase
the use of mammography screening among women that are under utilizing this test. With
October being the national observance of Breast Cancer Awareness, [ expect that this is an
lof2

06:09/2000. 10:53 AM
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ideal time for the home visits to take place. The work in Chattanooga has gone very
smoothly and this is mostly attributed to the commitment of Mrs. Linda Morris and her
staff. From the preliminary look at the data, it appears that the home visit component of
the intervention may be better suited for the rural setting. However, these are preliminary
findings. Once the intervention is complete, I will be better prepared to more fully share
the outcomes and comparisons between to the two sites (Nashville - Davidson County and
Chattanooga - Hamilton County Areas).

As discussed in the meeting, the next time the study will need to view the claims data will
be in January 2000. Please keep me abreast of your efforts to work with the TCCN
computer managers regarding the delivery of this last batch of data. I am grateful that you
and Mrs. Beasley are working to ensure that this simple but vital step in the breast health
study will be taken care of.

Mr. Belay, I am looking forward to continuing the long and productive working
relationship between Meharry and TCCN which was established by Dr. Hardy. I will keep
you informed regarding both of the breast health study activities and developments.
Please let me know whenever I can be of service or support to your outreach efforts. I
would consider it an honor to called upon by you to render whatever help I or my staff can
provide.

Highest regards,

Nasar U. Ahmed, Ph.D.

Pc: Mrs. Ileta P. Beasley
Mrs. Penni K. Dickerson
Dr. Margaret K. Hargreaves
Dr. Kofi A. Semenya
Mr. Justin Gatebuke
Ms. LeMonica Lewis
Mrs. Tonya Micah

202
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Appendix 2
Meharry Medical College
Internal Medicine Department - Cancer Research
1005 D. B. Todd Boulevard - Box 57A
Nashville, Tennessee 37208

Meeting Agenda
Empowering Factors Breast Health Study
Attendees: Mr. Yigzaw Belay and Mrs. Penni K. Dickerson, Dr. Nasar Ahmed,
Dr. Jane Fort, Mrs. Tonya Micah
When: Wednesday, December 15, 1999 @ 2:00 p.m.
Location: Tennessee Coordinated Care Network

Metro Center

210 Athens Way - Suite 450

Nashville, TN 37228

*Report to the lobby and alert Mrs. Penni Dickerson ext. 2369
upon arrival.

Type of Meeting: Planning and Exploratory

Purpose:

L.

Review the research study goals, timeline and related activities for the next six to nine
months.

Agree upon a general document of endorsement from Access Med Plus which will
reflect a continuing partnership for this component of breast health study.

Specifically define the criteria to be used to identify Access Members who will be
eligible to participate in the study.

Determine, based upon the subject criteria and the needs of the study, what the initial
file from Access Med Plus needs to contain and in what format.

Focus group planning

Role of Community Health Outreach & Educational Services staff in supporting this

effort.

Bring:

A copy of the EF study abstract, TCCN only - samples of surveys recently used by
Access.




Appendix 3

MEHARRY MEDICAL COLLEGE

CANCER CONTROL RESEARCH UNIT

Empowering Factors among Breast Cancer Screening Compliant
Underserved Populations
(BC98-0640) - # DAMD17-99-1-9288)

December 27, 1999

Yigzaw Belay, M.S., PAHM, Director

Health Promotion and Disease Prevention & Outreach
Tennessee Coordinated Care Network

210 Metro Center

Nashville, TN 37228

Dear Mr. Belay:

Thank you for meeting with me regarding the “Empowering F actors” breast health research study
on Wednesday, December 15 at 2:00 p.m.. As usual the meeting was very productive and
enjoyable. You requested during the meeting to have the subject profile sent in writing. Please
find below the profile for the female subjects who would be eligible to participate in the study:

e Age Group - 40-49 & 50-50+

e Race - African American, White, & Other

o Date Range - January ‘96 - December ‘99

e Geographical Area- Nashville/Davidson County

e Mammography - For women 40-49 biannually, women 50 and older annually

The report will need to also include the following information for each eligible subject:

Full Name

Social Security Number

Contact information (address including zip code and telephone number)
_ Date of Birth (DOB)
o Age

» Race
Date of Service for Mammography 1. 2. 3, 4.

page 1 of2
December 27, 1999
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Empowering Factors Among Breast Cancer Screening Compliant Underserved Populations
(BC98-0640)-# DAMD17-99-1-9288)

I understand from the meeting that it will take approximately one month to get the
preliminary report. I will call you in February regarding this report and the claims data

for the study.

Thank you for your continued encouragement and support.
Best regards,

Nasar U. Ahmed, Ph.D., director

Pc:  Dr. Jane Fort

Mrs. Penni K. Dickerson
Mrs. Tonya Micah

Pg2of2
December 27, 1999




‘ Appendix 4
f:{é Tennessee Coordinated Care Network

September 23, 2000

Nasar U. Ahmed, Ph.D.

Principle Investigator

Department of Defense Research Grants
Meharry Medical College, School of Medicine
1005 Dr. D.B. Todd, Jr. Blvd.

Nashville, TN 37208

Dear Dr. Ahmed:

Enclosed is the claims data file that you requested in February 2000. I have no doubt of
your awareness of the introduction of a new computer system here at Access Health
Systems. The conversion into a new system has resulted in a number of delays and other
complications in the production and delivery of reports and other data needed for the
“Breast Cancer Screening in a Managed Care Population” study. Although the process
took more time than anticipated, we have managed to successfully work through all the
challenges and are now ready to move forward as a partner on this study.

[ want to express our strong commitment to the success of this important study and will
provide our full support in this effort.

Sincerely,

Belay, M.S.,
Director of Health Promotion, Disease Prevention and Outreach

YB/pkd

210 Achcns Way « Nashville, Tenncssee 37228-1308 ¢ (615) 255-2700 or 1 (800) 269-3133




Appendix 5

Empowering Factors Among Breast Cancer Screening Complaint

Underserved Populations
Semi-Structured Guide Instrument

Meharry Medical College

2000

*New Questions Added




Access...MedPLUS Code Project Code Number:

Date of Interview (MM/DD/YY):

Location of Interview

Start time of interview

Has participant signed the Informed Consent? [J Yesor LI No

End time of interview

EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




o

N F TR R0 T

Health & Medical issues (preventive
medications, etc)
Money and finance (borrowing, investing, etc.)
Marriage & Relationships
Divorce / separation
Education / adult learning
Counseling/ therapy
Smoking / drinking / drugs
Work / job
Raising children
Violence issues

EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




EFCQ




12. *From the above sources that you received information, which helped you to decide to

get 2a mammogram?

13. *Of those, which was most helpful?

EFCQ




Final Thoughts Concerning Mammography

1. *Please share with me how you first learned about mammography?

2. *How old were you?

3. *Before your first mammogram, what did you expect the experience to be like?

4. *Was there anything about the thought of having the test that made you really

hesitate?

EFCQ




. *When you thought about being screened, was there anything in your mind that made

you feel like backing out or delaying the test?

. *After your first mammogram appointment was scheduled, did you keep the

appointment?

*If not, what happened?

*If not, how long did it take you to reschedule the appointment?

EFCQ
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9. *If you kept the appointment despite some personal worries or concerns, how did you

overcome those feelings?

10. *If you originally canceled then re-scheduled and kept you mammogram appointment,

did anyone or anything specifically help you to decide to go through with the test?

11. *If you could only tell another woman three things to encourage her to have her

mammogram done, what would those three things be?

1.
2.
3.
END
END TIME:
INTERVIEWER:

THANK THE RESPONDENT FOR PARTICIPATING.

EFCQ




